Background: This study examined a novel, brief, individualized psychotherapeutic
Interpretation: Dignity Therapy shows promise as a novel therapeutic intervention for suffering and distress at the end of life.
Introduction
One of the most confounding challenges end-of-life care providers face is helping patients achieve or maintain a sense of dignity as death approaches. Our prior studies of dignity and end of life care have shown a strong association between an undermining of one's sense of dignity and depression, anxiety, desire for death, hopelessness, feeling a burden to others, and overall poorer quality of life. [1] [2] [3] [4] Yet, dying with dignity is usually only vaguely understood; hence, while the pursuit of dignity frequently underlies various approaches to end-of-life care, its therapeutic implications are frequently uncertain.
There is mounting evidence that suffering and distress are major issues facing dying patients. Some studies suggest that psychosocial and existential issues may be of even greater concern to patients than pain and physical symptoms. [5] [6] [7] The Institute of Medicine has identified overall quality of life and achieving a sense of spiritual peace and well being among the key domains of quality end-of-life care. Similarly, patients deem a sense of spiritual peace, relieving burden, and strengthening relationships with loved ones among the most important facets of end-of-life care. 5 Several studies have linked these issues, including a loss of sense of dignity, loss of meaning, and a sense of burden to others, with heightened requests for a hastened death. [6] [7] [8] [9] Clearly, palliative interventions must reach beyond the realm of pain and symptom management, to be fully responsive to a broad and complex range of expressed needs.
The purpose of this study was to examine a brief, individualized psychotherapeutic intervention, Dignity Therapy, designed to address psychosocial and existential distress among terminally ill patients. Our empirically based dignity model of palliative care provides the framework for this novel intervention. Several key concepts, drawn from this model, inform its content and therapeutic tone (Table 1) . [1] [2] [3] [4] This therapeutic approach, designed to decrease suffering, enhance quality of life, and bolster a sense of meaning, purpose and dignity for patients approaching death, offers patients the opportunity to address issues that matter most to them, or speak to things they would most want remembered, as death draws nearer. Sessions are tape-recorded, transcribed, and edited, with a final version returned to the patient to bequeath to a friend or family member. This study was undertaken to establish the feasibility of Dignity Therapy, and determine its impact on various measures of psychosocial and existential distress.
Methods:
The outline of the Dignity Therapy interview guide is based on themes and sub-themes, which arise from the dignity model (Table 2) . Therapy sessions are transcribed, edited, and the resulting generativity document is returned to patients, to bequeath to a friend or family member. Therapeutic sessions, running between 30 -60 minutes, were offered either at the patients bedside for those in hospital, or in the instance of outpatients, within their residential setting (home, or long term care facility 6 The protocol also contained a 2-item quality of life instrument; 10 and a revised Edmonton Symptom Assessment Scale, which included a will to live visual analog scale.
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Once patients completed the baseline psychometrics, participants were reminded that the following session would consist of being asked to speak about things that mattered most to them, on tape, including things they would want to say and be known to the people closest to them. They were provided the standard framework of questions (Table 2) measures were re-administered, along with a Dignity Therapy satisfaction survey, which included an opportunity for patients to reflect on the experience of engaging in the therapy. Most patients were able to complete this process with 1 recorded session; occasionally a second (and very rarely a third) session was required to complete the generativity document.
Pre and post comparisons and item correlations were tested using Wilcoxon's Signed Rank Sum test and Spearman's Rank Correlation, respectively. Given the uniformly positive responses reported in the qualitative data, and the lack of any significant adverse effects reported across the study sample, we hypothesized a post-intervention improvement on all psychosocial measures; hence, in those instances, a one-tailed Wilcoxon test (*) was carried out.
The organizations funding this research played no role in the design and conduct of the study; collection, management, analysis, and interpretation of the data; nor preparation, review, or approval of the manuscript. p=.001) and increased will to live (r=.387; p<.0001).
Discussion: There are very few non-pharmacological interventions specifically designed to lessen the suffering or existential distress that often accompanies patients towards the end of life. The rationale of most interventions is to make the sufferer less aware of his or her suffering. Thus, strategies are invoked rendering patients less aware of their suffering or distress until it either improves, or more commonly, until death ensues. As such, they offer the equivalent of emotional analgesia, without necessarily addressing the source or cause of the underlying psychic pain.
Dignity Therapy introduces a novel, brief, psychotherapeutic approach based on an empirically validated model of dignity in the terminally ill. This model informs the structure, content, and tone of its delivery, thus ensuring its feasibility at the bedside of patients nearing death. Unlike most other symptom focused interventions, the beneficial effects of Dignity Therapy reside in being able to bolster a sense of meaning and purpose, while reinforcing a continued sense of worth within a framework that is supportive, nurturing, and accessible, even for those proximate to death.
The low refusal rate (19.6%) and similarly low withdrawal rate (22%) (the latter primarily due to deterioration or death prior to protocol completion), speaks to the feasibility and value of this intervention for patients with advanced, life-limiting diseases.
One of the patients most proximate to death, a 55-year-old woman with end-stage liver cancer, died within days of completing her generativity document. In spite of profound illness and severely compromised respiratory status, she was able to "whisper" the derivation of her child's name, based on a beloved character from a favourite foreign film.
The survey responses indicate how favorably the vast majority of participants received Dignity Therapy. These clear endorsements on measures of satisfaction (93%), helpfulness (91%), sense of dignity (76%), purpose (68%), and meaning (67%), suggest that beneficial effects were obtained, irrespective of whether patients indicated initial significant psychosocial/existential distress. This explains one of the challenges of trying to document quantitative improvements, given that even in the context of low initial distress, patients almost invariably reported having benefited from the intervention. It is also interesting to note that 81% of patients felt Dignity Therapy had helped, or would be of help, to their families, and that this perception was related to a heightened sense of purpose and meaning, along with a diminished sense of suffering and heightened will to live. This distinguishes Dignity Therapy as a unique end-of-life care intervention, in that its benefits are felt among patients and may be transmitted to family members -with very real potential for multi-generational impact.
In reflecting on the quantitative findings, it is important to note that we selected a broad range of outcomes in order to detect areas of possible therapeutic influence. As such, many brief measures were applied, rather than selecting fewer, more detailed and lengthy measures. It should also be borne in mind that patients were moving closer towards death during the study, thus making the task of showing improvement on measures of distress even more challenging. Nonetheless, depression and suffering appear particularly responsive to Dignity Therapy. This is particularly noteworthy, given that other studies have shown distress usually worsens as death draws near. 12, 13 Patients who are initially more distressed (as reflected on measures of quality of life, dignity, suffering, and suicidality) appeared to be those most likely to find the intervention beneficial. The data also suggests that while quality of life and sense of well being inevitably deteriorate as physical decline ensues, suffering, depression and sense of dignity -all facets of the patients internal psychological and spiritual life -may have a resilience, or the capacity to improve, independent of bodily deterioration.
It is interesting to examine the ways in which therapeutic improvement appears to be mediated. For example, the beneficial effects of Dignity Therapy are associated with an enhanced sense of meaning and purpose, both of which are intertwined with a diminished sense of suffering, lessening of desire for death, and an increased will to live. In palliative care, the patient and family are often referred to as the unit of care. 14 With that in mind, it is noteworthy that patients who felt the intervention had, or might have, some benefit for their family, were most likely to report a heightened sense of meaning and purpose, along with a lessening of suffering, and a heighten sense of will to live. For dying patients, the salutary effects of safeguarding the well-being of those they are about to leave behind, appears to extend to the very end of life itself.
We recognize several limitations of the study. This study took place primarily among older patients with end stage malignancies. It would be premature to assume that this intervention could be successfully applied within all age groups, and across all terminal conditions. (We are currently conducting a small study of Dignity Therapy in patients with Amyotrophic Lateral Sclerosis; while this group presents special logistical challenges in terms of protocol administration, it seems to be enjoying a highly favorable response). Most importantly, this trial was conducted as a feasibility study. As such, in spite of its initial promise, it needs to be evaluated utilizing a randomized control design.
An international randomized controlled trial (RCT) of Dignity Therapy, which will take place in Winnipeg, Canada, New York, New York, and Perth, Australia, has recently been funded by the National Institute of Health. Hopefully, this RCT will generate the necessary evidence base, supporting the application of this novel therapeutic approach to suffering and distress, so commonly seen towards the end of life. Dignity Theme Definition Dignity Therapy Implication Generativity
The notion that, for some patients, dignity is intertwined with a sense that one's life has stood for something or has some influence transcendent of death.
Sessions are tape-recorded and transcribed, with an edited transcript or generativity document being returned to the patient, to bequeath to a friend of family member.
Continuity of Self
Being able to maintain a feeling that one's essence is intact, in spite of advancing illness.
Patients are invited to speak to issues that are foundational to their sense of personhood or self.
Role preservation
Being able to maintain a sense of identification with one or more previously held roles.
Patients are questioned about previous or currently held roles that may contribute to their core identity.
Maintenance of Pride
An ability to sustain a sense of positive self-regard.
Providing opportunities to speak about accomplishments or achievements that engender a sense of pride. Hopefulness Hopefulness relates to the ability to find or maintain a sense of meaning or purpose.
Patients are invited to engage in a therapeutic process, intended to instill a sense of meaning and purpose.
Aftermath Concerns
Worries or fears concerning the burden or challenges that their death will impose on others.
Inviting the patient to speak to issues that might prepare their loved ones for a future without them.
Care Tenor Refers to the attitude and manner with which others interact with the patient that may or may not promote dignity
The tenor of Dignity Therapy is empathic, non-judgmental, encouraging, and respectful. Are their words or perhaps even instructions you would like to offer your family, to help prepare them for the future?
In creating this permanent record, are their other things that you would like included?
